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Abstract
Background: Female Genital Mutilation (FGM) is all practices involving cutting, alteration or injury to the female
genitalia for non-medical reasons. It is a form of violence against women and children, with no benefits and many
harms. In 2014, the UK Government committed to working to eliminate FGM. Steps taken towards this aim
included creation of educational and safeguarding resources for professionals, and legislative changes including a
mandatory reporting duty for professionals in England and Wales (where if a girl under 18 discloses or is found on
examination to have FGM then the professional is mandated to report this to the police), and an FGM Enhanced
Dataset applicable to NHS organisations in England requiring the submission of personal data about women and
girls who have had FGM to NHS Digital. To date, compliance with dataset returns from primary care services have
been low. This report describes using patient and public involvement (PPI) to identify research and service priorities
to support communities affected by FGM.
Methods: We held a series of PPI events (4 focus groups, and a multi-agency seminar) in 2015–2016, following the
introduction of these legislative changes, speaking to community members, and professionals involved in their care.
We asked participants to consider what they identified as research, knowledge and service priorities to support
communities affected by FGM.
Results: The impact of these legislative and reporting requirements on the trust needed for community members
to seek to consult health services was identified as important for further research. Priorities for service development
were holistic services, that met a woman’s needs throughout her lifecourse. Participants emphasised the
importance of understanding how to listen, involve and utilise community voices in developing education for
professionals, designing services, and developing policy.
Conclusions: There was a desire for change to develop from within affected communities; any learning and
resources need to be co-created and constructed in such a way that they can be effectively shared between
women, communities, and professionals. Questions remain about how to define community consultation, how to
recognise when it was adequate, and how to hear beyond community activists to hear a wider range of voices.
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Plain English summary
Female genital mutilation (FGM) refers to a set of prac-
tices involving cutting, alteration or injury to the exter-
nal female genitalia for non-medical reasons. With no
known health benefits, FGM is often associated with
immediate and long-term health complications. Over
200 million girls and women worldwide are living with
the effects of FGM. Every year 3 million girls and
women are at risk of being cut and exposed to harmful
health consequences. Globally FGM is concentrated in
sub-Saharan African countries from the Atlantic Coast
to the Horn of Africa, but women in other countries
including Iraq, Oman, Yemen, Indonesia and Malaysia,
are also affected. Global migration means FGM is now a
worldwide health issue.
In the UK, there is increasing awareness of the import-
ance of FGM as a health and safeguarding issue. There
are many communities living in the UK who originate
from countries where FGM is practised. Every local
authority area is likely to have women and girls who are
affected or potentially at risk. FGM has been a crime in
the UK since 1985, and the government is committed to
eliminating it. Recent legal changes now make it com-
pulsory for doctors, teachers and other regulated profes-
sionals to report directly to the police when anyone aged
under 18 makes a first hand disclosure of FGM or FGM
is found on examination, and for English NHS health or-
ganisations to submit data to NHS Digital about women
and girls they have seen who have experienced FGM.
Research on the effects of FGM on women and com-
munities in England is limited. In particular, we know
little of affected communities’ knowledge and under-
standing of these new legal changes, and how this might
impact on people’s willingness to go to their doctor. Nor
do we know how health professionals are responding to
these changes.
We held a series of patient and public involvement
(PPI) events with women, communities, health profes-
sionals, teachers and researchers living and working in
England. We wanted to listen and understand more
about these issues and what affected communities
believe are the healthcare needs and research priorities.
Background
Female genital mutilation (FGM) refers to a set of prac-
tices that involve partial or total removal of the external
female genitalia for non-therapeutic reasons [1]. FGM
also encompasses practices that involve injury or alter-
ation to the external genitals including gishiri cuts [2],
labial stretching and scarification. The procedure has no
known health benefits and often puts those affected at
immediate and long-term risk of numerous health prob-
lems [3]. Immediate physical risks include haemorrhage,
pain, shock, infection, urination problems and death [3].
Many affected women go on to endure the conse-
quences for life; they are more likely to have adverse
obstetric outcomes [4] and suffer from mental health
problems such as depression and PTSD [5].
Over 200 million girls and women worldwide are living
with the effects of FGM [6]. Every year, 3 million girls and
women are at risk of FGM and exposed to its potentially
negative health consequences. Globally FGM is concen-
trated in a band of sub-Saharan African countries from
the Atlantic Coast to the Horn of Africa but women in
other countries such as Indonesia are also affected [7].
There is increasing awareness of FGM as an important
health issue in the UK. In 2011, an estimated 103,000
women aged 15–49 with FGM were living in England
and Wales [8]. The prevalence rate (England and Wales)
is estimated to be 4.8 per 1000 population. Whilst there
are wide variations - London has the highest, but Man-
chester, Slough, Bristol, Leicester and Birmingham also
have high rates - there are likely to be affected women
and girls living in every local authority area [8].
There has been limited research on FGM in England.
Africans Unite Against Child Abuse (AFRUCA) explored
attitudes towards and experiences of FGM by African
communities in Greater Manchester (2015) [9]. They re-
ported a ‘gaping hole’ in terms of education and the
provision of support for FGM-affected communities and
emphasised the need to involve men in all efforts to end
FGM. They described a ‘culture of silence’ where com-
munity members would not admit to knowing anyone
who would perform FGM, yet ‘everyone knew where to
go if they needed a “cutter”’. They found considerable
ambivalence about the UK law. Many felt FGM should
not be a criminal offence because it is ‘part of their
culture’ [9]. These issues of legality may be further com-
pounding the cultural taboo that surrounds discussing
and researching FGM. A respondent to the Bristol PEER
study into women’s experiences and attitudes to FGM
(2010) said ‘traditionally it is very difficult in our country
to talk about the affairs of FGM, and it is very shameful
to speak on it’ [10]. This shame can influence percep-
tions of the accessibility of healthcare. The Bristol study
concluded that confidence and trust in the health
services was minimal. The 2016 PEER study, conducted
by FORWARD and Barnardos, captured the views of
migrants in Essex and Norfolk and reported that women
found it “too hard to open up to their GP” [11].
In addition to difficulty in speaking up, research has
hitherto shown communities perceive a lack of aware-
ness of FGM amongst health professionals as well as
lack of appropriate clinical services as key areas to be
addressed (Bristol PEER) [10]. There have been signifi-
cant efforts to improve services for FGM-affected
women and girls in the UK. For example, including the
development of e-learning resources and guidance for
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health professionals [12, 13]. These are in the context of
government efforts to eliminate the practice. At the
2014 Girl Summit, the then UK Prime Minister David
Cameron declared a commitment to eliminating FGM,
and announced new funding and actions to tackle FGM
including guidance for the police, an NHS FGM preven-
tion programme and changes to legislation [14].
FGM has been a specific crime in the UK since the
1985 Prohibition of Female Circumcision Act. This was
superseded by the 2003 FGM Act, the scope of which
was extended by the Serious Crime Act in 2015 [15].
These amendments add the offence of failure to protect
a girl or woman from FGM, provide lifelong anonymity
for victims of FGM, and extend the scope of the law
extra-territorially. To date, there have been no successful
prosecutions for performing FGM in the UK [16]. The
2015 Act also introduced a mandatory reporting duty
requiring all regulated health and social care practi-
tioners and teachers in England and Wales to report
cases of FGM where there is a first hand disclosure of
FGM or FGM is found on examination [17]. There is no
available data about the number of cases of FGM re-
ported under this mandatory reporting duty and con-
cerns have been raised about the “failure to evaluate
introduction of female genital mutilation mandatory
reporting” [16]. We have concerns that the majority of
cases of FGM identified through mandatory reporting
are historical, and there has been no evaluation on the po-
tential unintended consequences of the mandatory report-
ing duty on how able women and girls feel to seek help or
support for their FGM, both in health and school settings.
Additionally, the UK Health and Social Care Informa-
tion Centre (HSCIC) (now NHS Digital) have intro-
duced an FGM Enhanced Dataset, making it mandatory
for all acute trusts (from July 2015) and GP practices
and mental health trusts (from October 2015) in Eng-
land to submit quarterly data returns detailing
FGM-related health data, including patient identifiable
information, to the NHS digital enhanced dataset which
“supports the Department of Health's NHS Prevention
Programme by presenting a national picture of the
prevalence of FGM in England” [18]. The HSCIC have
published assurances that no individually identifiable
data will be published or shared [19]. However, there re-
mains in the specification of this dataset a clause which
indicates that data would not be shared unless a “legal
or statutory gateway” is created [20]. Future proofing
security of such confidential information is a legitimate
concern. A recent memorandum of understanding
between the Home Office and NHS Digital to enable
sharing of confidential information gathered from the
NHS to locate and deport undocumented migrants using
health services caused concern [21, 22], although the
government have announced that this memorandum will
be revised and will no longer be used to seek informa-
tion about individuals for immigration offences alone
[23]. Health professionals remain anxious that however
well-intentioned legislation may seem, trust between care-
givers and patients will be at risk of irrevocable damage
[24–26]. The rate of data submission has been low, not-
ably from primary care. The 2016–2017 annual report
shows that only 74 GP practices (out of a total of approxi-
mately 7,613 GP practices in England [27]) submitted
data returns [28].
In the aftermath of these legislative changes, it is
not known what affected communities know and
understand about these laws; what their impact is on
perceptions of acceptability or uptake of services;
whether mandatory reporting could deter young
people from speaking up and seeking help, knowing
they and their family will be reported to the police;
and how these requirements are understood and per-
ceived by professionals, including any impact on their
behaviour.
FGM is a harmful practice. Victims need access to
services that meet all of their health needs, in all health
settings, across the lifecourse. They need to feel able and
willing to access those services. Evidence shows these
communities are likely to be less able to access health
services [29] despite considerable health needs. It is
therefore important to explore the impact of recent
FGM legislative changes on relationships with health
professionals in the context of their wider health.
Through the patient and public events we report
here, we sought to work with communities and pro-
fessionals to explore research priorities and under-
stand research and service needs to support both
communities and health professionals working with
those affected by FGM in the context of these
changes.
Methods
Our aim was to gather voices from English communities
affected by FGM and voices from professionals (in
healthcare and education) serving those communities.
We wanted to listen to what they identify as important
research and resource needs and to form a platform
from which to co-design research that would be accept-
able to participants and useful to people affected by
FGM as well as policy makers.
The principle that health and care should be designed
to be more person-centred, and that individuals have a
right to make decisions about treatments and manage
their own health, is now firmly established as policy in
many health systems [30–32]. Patient involvement in
decisions and organisations has also long been advocated
and is actively supported by the National Institute of
Health Research in the United Kingdom. This was an
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exploratory patient and public involvement project (PPI)
for which we held a series of focus groups and a seminar
[33, 34] that we hope will provide a platform for devel-
oping participatory research going forward.
Focus groups were held with women from communities
affected by FGM in a large urban centre and smaller
multi-cultural city, including an innovative PPI workshop
using dramatherapy techniques, and with professionals
working with these communities from healthcare and
education. The project concluded with an interactive
seminar involving representatives from social care, health
education, advocacy groups, grassroots organisations and
community members.
The focus groups were held in two urban settings. In
one centre we held four focus group sessions. We chose
focus groups as a methodology because, as a form of
group discussion, they are an effective way of exploring
people’s views, and explore how and why people think as
they do about particular issues [35].
1. FGM survivors, campaigners and advocates (n = 11)
led by SD. This group included members of a local
rights based organisation committed to preventing
FGM, including FGM campaigners, and women
from Somali, Sudanese, Nigerian, and Gambian
communities, including FGM survivors and anti-
FGM activists.
2. Health professionals (n = 8) including
representatives from sexual health, obstetrics and
gynaecology, general practice, psychology, and
health visitors, led by SD and LH.
3. Teachers (n = 4), representing primary and
secondary school, led by SD, with one safeguarding
lead at a school with high prevalence, and primary
school teachers serving relatively high and low
prevalence communities
4. In a large urban centre, we held a PPI discussion
led by LH and SP with 6 women from Somalia,
who earlier in the day had been taking part in a
dramatherapy workshop about experiences of
FGM
We asked our focus group participants:
i) what aspects of FGM they thought we should
research and what questions they thought needed
to be asked, or answered,
ii) what would be a useful resource, and how to ensure
that resources were useful, believable, relevant and
acceptable,
iii) what the future needs were for communities affected
by FGM and the professionals working with them,
iv) what barriers and facilitators there were to achieve
these aims.
Finally, we held a one-day seminar, as part of the
Sheila Kitzinger Programme at Green Templeton Col-
lege in Oxford, in February 2016. We invited experts
from across disciplines, including advocacy groups and
survivors working in and around FGM. Participants
included members of community groups, (including the
Oxford Rose community (an Oxford survivors network),
BK Luwo (United women’s organisation based in
Oxford) and Midaye Somali Development Network (A
grassroots Somali charity based in London), people
working in clinical services (including obstetrics and
gynaecology, midwifery, health visitors, paediatrics and
safeguarding, primary care, psychiatry and sexual
health), multi-agency team workers (including police,
social services and community outreach workers), legal
and ethics experts, members of charitable organisations
leading the way in developing understanding of FGM
and in providing services and support for women, fam-
ilies and communities (including FORWARD, AFRUCA,
Oxford Against Cutting, Shifting Sands, 28 Too Many),
academics and researchers working in FGM (from disci-
plines including creative writing, public health, anthro-
pology, the Refugee Studies Centre Oxford and three
recipients of Mary Seacole awards working on FGM
related projects). During this meeting, we reflected upon
the progress made in working to support communities
affected by FGM and eliminate the practice, and so
asked all participants to consider and discuss what research
and service uncertainties and priorities could include to
continue to support progress towards this aim [36].
This article has been written in collaboration with the
voices who contributed to our PPI activities. It reflects
what we heard during the PPI events, and has been writ-
ten together with community members, campaigners, and
professionals working with FGM affected communities.
Analysis
The outputs of the focus groups and seminar were col-
lated and summarised thematically [37].
Results
We were overwhelmed by the passion and energy that par-
ticipants brought to these PPI events. The willingness to
speak out with courage and commitment was noteworthy.
Many felt their culture was stigmatised by the associ-
ation with FGM, and expressed a wish for a more bal-
anced representation of their cultures and communities,
including the positive values and traditions associated
with the transition to womanhood. FGM is but one part
of women’s lifecourse, and only one thing of many that
had happened to them. Women told us that they did not
want to feel defined by their FGM, nor be denied the
opportunity to consider other health and social issues
which may be more important to them.
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What should be researched?
Understanding differences
Different generations within diasporan communities
may have different health and educational needs with
regard to FGM. More understanding of these differences
is vital. This included understanding women’s needs re-
lated to FGM at different life stages, but also that the
needs of those born in the UK may differ from those
who had travelled to live in the UK after birth. There is
a need to understand diversity both within and between
communities and the different information and support
needs they may have.
How much, where and when?
The need to know more about how much/whether/
where/how and why FGM was being performed in the UK
now, or by UK residents, was identified as an important
knowledge gap that could help inform both service design,
preventative work and resource development.
Cultural authenticity
Women and professionals discussed that FGM affects a
wide range of different communities, with different
traditions, FGM practices, and potentially different
on-going health consequences. Learning from other
groups’ traditions and experiences was identified as
necessary and useful, but how and whether resources
and stories can or should be shared between cultures
was identified as an uncertainty. Having information and
resources relevant to all cultures and covering all types
of FGM was felt to be a priority, but whether each
community needed a personalised resource, or whether
unified resources shared across communities was felt to
be unknown.
Legal changes
The potential impact of the UK legislation, specifically
the 2015 changes including mandatory reporting, the
FGM enhanced dataset, and the introduction of the
offence of failure to protect a child from FGM, was a
key area identified that was felt to warrant further
exploration. We heard that it would be important to
understand what community members know and under-
stand about the legislation. Questions were raised about
what community consultation is for, what makes it ad-
equate and how it is fed back to communities, including
understanding how community voices were used in pol-
icy development. Whether the laws would alter commu-
nity or community members’ behaviour, their perception
of the accessibility of health services, or influence how
professionals interacted with families from affected com-
munities was identified as an important area for further
research.
What services do women want?
Women asked us to consider their health needs
throughout their life course, stretching from puberty, to
their needs before and during marriage, pregnancy and
childbirth, and through to the menopause. They noted
that antenatal care is an important time to engage with
women about FGM, but that they wanted services that
looked after women both through the antenatal period
and beyond. They asked for services to not be solely
focussed on sexual and reproductive health.
While the term “mental health” was identified as
potentially difficult by some community members,
describing a perception of stigma against mental illness,
(we were told that in many cultures the word “mental” is
heavily aligned with “being mad” in common parlance),
participants requested holistic service provision, in
which both physical and emotional or psychological
needs were able to be met. The impact of FGM on both
women’s and men’s psycho-sexual function was raised as
important to learn more about, including how to sup-
port couples affected by FGM. The need for safe spaces
to discuss FGM, in the context of known difficulties,
and pre-existing cultural taboo’s around discussing FGM
was raised, and there was considerable reflection on
what these might look like.
The appropriate setting for FGM support services was
discussed as something that needed exploring, including
whether health was the right location for this, and if so
whether hospital or community settings would be more
acceptable. Many participants questioned whether health
settings were the best or only place to discuss FGM. In
particular, some uncertainty was raised in one group
about whether GPs are the right people to be asking
about FGM.
The need for professionals to be aware of FGM,
including having skills to respond appropriately to
women with FGM without seeming to be horrified or
judgemental, was identified as important, with women
describing their distress at reactions they or their friends
had experienced in healthcare encounters.
What future needs were identified?
The best way of educating professionals was discussed,
including learning how to incorporate community voices
and experience into the education offered to profes-
sionals. Learning how to continue to break down
barriers to talking about FGM, for community members
and professionals was identified as important. The in-
volvement of affected communities in designing ser-
vices and facilitating acceptability and usage of
services was a recurrent theme, and the role of com-
munity facilitators, or health advocates, both to sup-
port community members when accessing services,
Dixon et al. Research Involvement and Engagement  (2018) 4:29 Page 5 of 8
but also in training and educating professionals and
developing services was felt to be important to learn
more about, and consider implementing. The need to
learn more about how legislation may be altering the
types of FGM being practiced now, and how much
FGM was occurring, when and where, was important.
What are the barriers
Legislation
The potential impact of the new legislation, on whether
services could still be considered as safe and confiden-
tial, or acceptable to community members, was a domin-
ant theme in all of our focus groups. The potential
impact of the requirement to record and to report FGM
to authorities without the consent of the community
member on trust was consistently voiced as a major con-
cern throughout this work, by community members (ac-
tivists, advocates and community members) and by
professionals (across health, education, and social care).
Specific concerns were also raised by both community
members and health professionals about a perceived
double standard in the law, specifically, the FGM Act
2003- in particular that FGM is illegal yet there is a per-
missive societal attitude towards female cosmetic genital
surgery which also comprises a range of genital-altering
procedures for non-medical reasons.
Some expressed their views that the legislation against
FGM was stigmatising and some participants described
feeling that it was discriminatory against them and their
culture. The community members we spoke to were
united in their understanding that FGM is a form of
child abuse, and in their commitment to supporting
communities and families to protect their children from
FGM (safeguarding). Some women observed however,
that the safeguarding procedures for FGM were signifi-
cantly different from the regulations for other forms of
child abuse, and that they perceived this as discrimin-
atory and disproportionate.
Cross cultural learning?
Much of the UK research into FGM has been under-
taken within single community groups. One of our focus
groups, and the multi-agency meeting included partici-
pants from a number of community groups (including
women and men from Nigeria, Gambia, Ghana, Sudan,
and Somalia). There was uncertainty about how transfer-
able the experiences and needs of one community group
may be to other communities, who may have different
traditions and needs. How and whether to share experi-
ences between communities, and how to create re-
sources was raised. Many felt that learning from
different communities’ experiences was informative and
enriching, but for health education and resources, there
was uncertainty about how this process could be used.
There are repeated calls for resources to be community
based, but a lack of clear understanding about what this
entails, and how we can know if it has been achieved.
Whose voices?
The contribution of anti-FGM activists was acknowl-
edged and hugely valued, but we were asked how to
challenge the assumption that they speak for whole
communities, and to create opportunities from which to
hear and add previously unheard voices to the debate
around FGM. How to involve men in the campaign
against FGM, and also to understand their views and
needs regarding FGM was identified as a research prior-
ity. We were asked whether anyone had researched the
beliefs and needs of the cutters themselves, noting that
they may depend on FGM for financial and status rea-
sons, and therefore we should learn more about how
to involve them in aspiring to eliminate the practice
of FGM. The question of whether “any” FGM, or type
of FGM was acceptable was raised.
Discussion
As far as we are aware, this is the first published patient
and public involvement project asking communities
affected by FGM, and professionals involved in providing
care for these communities, what they identify as
research and service priorities. Previous research in Eng-
land has gathered information about participants lived
reality, experience and attitudes and has provided valu-
able knowledge about participants' experiences of
services, and views about service needs and issues in-
cluding the UK legislation [10, 11]. This study was a pa-
tient and public involvement project, in which we
sought explicitly to gather community and professional
views as part of an exercise in determining research and
service priorities. Sharing experiences was not expected
or asked for as part of the sessions undertaken. We
referred to the INVOLVE principles of developing and
designing research [38] with the public and people the
research will be relevant to, and to the James Lind
principle of patients and clinicians collaborating in set-
ting priorities [39].
We were overwhelmed by all that we heard, and the
number and breadth of questions we were asked. Partici-
pants had a great deal to say about FGM and there were
forthcoming with their knowledge and ideas for the
future.
Our contributors highlighted the complexity and
diversity of experiences and attitudes towards FGM
across the UK. We have been challenged to think more
pluralistically about: where, when and how to address
FGM during a woman’s lifecourse; where and when ser-
vices should be addressing FGM; what communities to
listen to; and how to listen to them.
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This PPI project took place in the aftermath of the
introduction of legislative changes around FGM and
they were being frequently reported in the UK media;
[40, 41]) which may have influenced the topics identified
as important. However, we believe there is a significant
need to take forwards in research the questions that
were raised during this project, for example to consider
what impact the legislative changes has had on behaviour
and attitudes of community and professionals, and how to
understand how to hear and use community voices when
developing legislation and policy that affects them.
Strengths and limitations
This was an initial exploratory project, and was carried
out in only two cities in England. Nonetheless, the enthu-
siasm for engagement in determining research priorities
was striking, which we believe demonstrates the feasibility
of involving community members in future research.
However our work also provides insights into the com-
plexities of work in this area, and the challenges of under-
taking research that engages with FGM practices across
many different nationalities and the socio-cultural specifi-
city of experiences and priorities in FGM services. Previ-
ous studies have focused on communities in isolation
from each other [10, 11]. We had experience of one focus
group made up of women from one community, and
another where the focus group included women from dif-
ferent community backgrounds, as did the multi-agency
workshop. While the numbers here are too small to draw
conclusions, we reflected about whether and how different
communities could or should learn from each others’
experiences, what may be lost from mixing groups and
what might be gained by sharing between communities.
In planning future work we are clear that research
should be co-produced with the communities that it seeks
to understand and serve. These workshops revealed the
importance of socio-culturally authentic research in this
highly contested area. While it doesn’t provide a roadmap
to co-design, it does demonstrate that communities are
willing to engage with collaborative approaches to priority
setting and research development.
Conclusion
There was an overarching desire for solutions, resources
and change to develop from communities upwards to
professionals and authorities. Any learning and resources
need to be co-created and constructed in such a way
that they can be effectively shared between women,
communities, and professionals. This would allow
understandings of what will create effective change,
services and training. We need to understand how we
can develop and support this process happening, and
what techniques, resources and research would be
needed to allow this. We need to learn this from the
communities themselves.
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with people is confined to this sort of interaction”.
https://researchsupport.admin.ox.ac.uk/governance/ethics/faqs-glossary/
faqs#collapse410611 (FAQ A6).
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